Surviving ray doctors - hopefully a while longer 5/l/92 

For a year, probably longer, I've raised the problem of my being wide awake after 
4-5 hours sleep, sometimes less, sometimes more, with the f amil y doctor, Hickey, and my 
local cardiologist, bar aka t. When they paid no attention there came a time when I was 
with J arakat and asked him if he could prescribe anything that would enable me to stay 
asleep longer. He told me to get %tol. I did, I read the label and saw that it is not 
to be taken by those with any prostate trouble. The next time I saw Hickey I told him 
about this , he said the warnings were to protect the manufactuBEr and that I need not worrv 
about it. But I asked him for something else, he gave me a prescription and after 1 got 
it filled I checked the available literature. Same prohibition only many more dollars. I 
did not take it. 

When I took Lil to the office of Konrad Bakker, a neurologist, I noticed that he *md 
an associate operate a sleep-disturbance clinic at the Seventh Bay Adventists' Shady 
Grovg hospital. When I asked Bakarat if he could determine whether several incidents 
in which a got quite unsteady were, as Hickey had said, transitory ischemias, tempor- 
ary interruptions in the flow of blood to the brain, he referred me to Bakker, who had 
an BEG and an MI done, both negative. But he said he still believed these incidents had 
been small strokes. Once I was his patient (referal required) and after these tests were 
made although he had said nothing when I told him about my problem staying asleep, I asked 
him if testing at that clinic would be a good idea. He then arranged for it. 

The overnight testing, with about 25 pair$ of wires connected to me, mostly in the 
head, showed that when I sleep on my back 8 Cf/o or more of the time I do not breathe and 
on the side it is about 2S*> of the time. I asked him what could be done find he said there 
are aids and he sent me back to the clinic for one to be trif^cL It is a mask connected 
by a flexible tube to a machine that compresses air slightly, the amount variable. Only 
that mask had a long plastic handhold on the front and every time I turned over in my 
sleep that levered the mask off. The technician soon gave up on it 4 

I saw Bakker again and he said that since the mask did not work medication was indi- 
cated. He gave me a prescription for vivactol. I asked him about whether I could take it 
With the other medications I require, he phoned ^arakat and told me thta Barakat said I 
could, and then I asked him, with the sleeping potions in mind, whether vivactol was contra- 
indicated for any of my other illnesses, tye said he could not keep all those tilings in mind, 
to check with the pharmacist. Before having the prescription filled -il did check with the 
pharmacist, got no real information, so she checked a 1985 edition of the Physician's 
fiesk Reference, a large and Very thick book with information of this kind on as£-L medica- 
tions and several smaller layman's books of that kind. 



£ 


Aside from all the many side effects that manifest themselves with -what * neft have 
C^ll sources indicate problems for patients who have urinary problems taking vicactol 
and that it lias been known to cause stroke. It also says that for those with cardiovascu- 
lar conditions close monitoring is necessary and it lists a number of such conditions that 
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can be caused by ^ide effects. 

£e&»se when I asked Bakker about possible dangers, particularly stoke, he said that 
1 have a grater chance of having a stroke from the sleep apnea than (^firom the medication. 
Because had a consultation with a ° ohn Hopkins neurologist, Thomas Preziosi (relating 
to lesjg, dropped foot and lost muscles and nerves in the legs) I thought I'd delay getting 
the prescription filled until I could get his opinion. It turned out that although Bakker 

had sent him some information, he had not mentioned the sleep apnea. I asked Preziosi and 

he said that at a IQmg level the vicactol should be OK. 

There remained the side effects some of which co^d be masked and how I could recog- 
nize tkem and what to do then. So I saw Barakat yesterday afternoon. < . 
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, ,*Lt happened that we were out on a number o± errands, it was raining, -aad^ather than 
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tee most of the hour before the tine of my appointment driving home and back, to just sit 
and raid in -^arakat ' s office until he called me. It also happened that he was in the 
office With no patient. So, we were ushered in an i knew he was not pressed for time. I'd 
also taken him some periwinkle plants, an attractive ground cover, because he is building 
a nevj home on the side of the mountain on which we live, near here the possibility 

of his having land that cannot be mowed or is too shady for grass because periwinkle does 
well under those conditions and at deters erosion. He appreciated it. fJ)Mf U jjit /Wlfm 

Tliis time I took no chances on his not consulting his physician's reference book. I 


gave him a copy and asked him to inform us about these side effects and how I could recog- 
nize any potential problem. He did explain this in the area of his expertise, did says that 
the drug can be dangerous but also that sleep apnea is and the risks had to be balanced. I 
then sked him about an existing urinary problem, told him that I’d had a TIJRP and vqs not 
apprehensive about that but that with it as with my other surgeries there had been clotting, 
including in the hospitals, -tie said when I told him that an antihistomine had triggered the 
blockage that required the surgery he-saieTthat vivactol is much stronger and there would 
be a greater likelihood that it could. Or as he said "you're damned if you do and you're 
damned it you dont." He said the mask would be better as well as safe and that since 
no other one ih had been tried at Shady (^rove to go to Baltimore and see if there isn't 
one that can stay on while I sleep. 

So, I phoned Preziosi and discussed it with him. He told me hs is an expert on stroke 
but not on sleeping neurological problems, he took time to check my file and told me that 
from his reading of the test results (EKCJ & Ml) I did not have small strokes, and he 
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referred em to a Dr. Allen in the Hopkins I'a’samsEs Scott Key hospital who, he said, is 



an expert. They told me, the woman on the phone did, as Jt understood her, that they have 
no Doctor Allen but that she'd have the techinician who handles those devises phone me 
today. As yet he hasn't. ( f) j 

(Barkat indicated rather forcefully that taking the vivactol is not a good thing 
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but he fell short of noy^ng thnt.j 
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j. ean_t xiaagine that there is no mask that doe:.? not come off when people turn in 

their sleep and I'm hoping that, although it will be somewhat awkward, they'll have 
one at Ifopkins. 
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li eanwhile I've be n exploring _a<'pi , oblem that I would think most doctors ought regard 
£as not trivial for a patient of my age and with iay histpry for more than a year without 
any help and with much kad advice and incorrect prescriptions. As Bakakat said ad as I 
knew, after any surgery, "one clot and you're gone." 

Banker had my full medical history, Hickey was well aware of the problems that 
accompanied the 1986 prostate operation, it is in the medical history X gave Barakat 
when Hickey referred me to him and both prescribed what those with any urinary problmes 
should not take. When I discussed this with Prezioa^, who Jaso has my history, he did not 
ask me any questions about other ailments and he had no suggestions about a different 
kind of mask. 

Pour doctors, some repeatedly ober a long period of time, and to find out that the 
prescription can cause what can kill me I Hid to in effect take the initiative because 
not one of the doctors really went into the actualities of the situation. 

What it amounts to is that one has almost to be his own doctor. 

It is not conducive to a relaxed state of mind or to a feeling of confidence in 
my doctors. 
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